Educational needs of children with rare diseases and long-term home ventilation (smard1) - case study by Kamyk-Wawryszuk, Agnieszka

Approaches and Models in Special 
Education and Rehabilitation
THEMATIC COLLECTION OF INTERNATIONAL IMPORTANCE
Belgrade, 2020
Approaches and Models in Special Education and Rehabilitation
Thematic Collection of International Importance
Publisher
University of Belgrade – Faculty of Special Education and Rehabilitation 








©Ǧæ©ǡǡ– Faculty of 
Special Education and Rehabilitation
©ǡǡ– 









Proceedings will be published in electronic format CD.
Circulation 150
ͻ͹ͺǦͺ͸Ǧ͸ʹͲ͵Ǧͳ͵ͻǦ͸
By decision no. 3/9 from March, 8th 2008. The Teaching and Research Council 
of the University of Belgrade – Faculty of Special Education and Rehabilitation 
initiated Edition: Monographs and papers.
By decision no. 3/63 from June, 30th 2020. The Teaching and Research Council of 
the University of Belgrade – Faculty of Special Education and Rehabilitation has 
given approval for the printing of Thematic Collection “Approaches and Models in 
Special Education and Rehabilitation“.
173
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
           
dramatically changes his/ her educational situation. Therefore, it is important to 
determine the child’s         
strategy. One of such diseases is 
ͷȋͷȌǤǡǡ
   ͼͶ Ǥ      ͷǤ  
of the study was to describe the child’s educational needs, as well as to indicate which 

mechanical ventilation. Based on the performed study, it was concluded that not all 
educational needs related to the rare disease were present. On the other hand, all needs 
related to home ventilation were present.
 ǣ   educational needs,    
ͳǡ
INTRODUCTION
Researchers of various academic disciplines, including teachers, speech therapists, 

   Ǥ ǡ      ϐ
disease. In spite of the increasing interest in this subject, academic publications describing 
educational needs of children with rare diseases and home ventilation are still missing. 
ǡ ǲ 
that affects a small number of people compared with other prevalent diseases in the 
ǤǡͷͲͲͲͺͲͲͲ
ǳȋǡǦǡǤǡʹͲͳͷǣʹȌǤ
may vary, depending on the continent, country and region. In one state, it may be a rare 




























that frequent symptoms of respiratory distress include inspiratory stridor and/ or silent 
Ǥ et colleagues ϐǲ
arises as dyspnea, with eventration of one or both hemidiaphragms and ultimately 












ǡǤǦÚǤȋʹͲͲͺȌǤSpinal Muscular Atrophy 
ͷȋͷȌǤǡ 
Ǥʹ͵ǡǤʹǡǤͳͻͻǦʹͲͶǤ
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Child With a Rare Disease and Home Ventilation Vs. Education 
ǡǡ 
ǯǤǯ
medical facility where he/ she was subject to intense paediatric care to home environment. 

ǯǤϐǡ
could have exposed the child to improper types and levels of stimulation, which is related 
to the absence of positive and adequate experiences based on interactions with other 
Ǥǡsupport in 
the realm of developmental, social and ȋǦǡʹͲͲͶȌǤ
ǡ

Britain focused on support for children with home ventilation, indicated problems that 
Ǥǡǣ
 ί ǲ      ǡ  
ǡǡ
 ί quality of life, in particular privacy and dignity and effect 
on independence,
 ί        ǳ ȋ ʹͲͳͳǣ ʹͲǢ
ƬǡʹͲͲ͵ǣ͵ȌǤ

rare disease and participates in clinical trials or undergoes experimental treatment. 
Frequency of hospital stays related to it, as well as the fact that the child is primarily 
         ǯ Ǧ Ǥ
Return home is also often related to the commencement or continuation of the 
ǡǦǤ
of children with mechanical ventilation are provided with individual teaching or they 
Ǥ
Educational Needs of a Child With Rare Disease and Home Ventilation
ϐȀ
Ǥǡǡ
studies provide us with medical data and information pertaining to the development of 

Ǥ




learning disability, or any other condition which results in a person learning differently 
ǳȋ
ϐǡʹͲͳͶǣͳͲȌǤ
  ǡϐǡ   
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Diagnosis of disruptions in development or a disability may not affect education 
and in such case, no additional Ǥǡ
ϐ
such additional support. Staying in a classroom together with peers, learning in teams 
ϐǡ
 ǯsupport or additional assistance in the form of adjusted teaching 




In the conducted study, the author assumed that a child with a rare disease and 
home ventilation experiences limitations in participation in the educational process. 







that a child with a rare disease and home ventilation has different educational needs 
than his/ her healthy peers, yet their character is individual and personalised, but not 




and respiratory distress that require home ventilation and limitations in participation 
in education outside of home related to it.
ͳǤ Symptoms of ͷǤ







   ǡ    
ǡ       
        
Ǣ
no possibility to change 
body position, lift arms, turn 
sideways
   ǡ   
        
 ȋǤǤ Ǧǡ
of materials that are aimed at expanding experience in 
  ǡ  ϐ  
ȌǢ




   communication system into 
account, supporting messages with graphics and 
gestures during Ǣ
178 Agnieszka Kamyk-Wawryszuk
no head movement which limits 
ϐ





what is going on around him/ her, who is entering and 
ǡǤǢ




   communication system into 
account, supporting messages with graphics and 
gestures during Ǣ
respiratory distress resulting in 
mechanical home ventilation
application of the demonstrative method, enabling 
ǦǢ
combining the content taught with the closest 
   ǯ   ǡ  
as individual experience which is limited on account 
Ǣǡ
system of communication into account, e.g. instructions 
Ǣ
   ǡ    ǯ





    ǣ   
ǯ   Ȁ 
Ǣ
no milestones accomplished, i.e. 
ǡǡ
combining the teaching content with the closest 
ǯǡ
individual experiences that are limited on account of 
Ǣ
   ǡ    ǯ
functioning, his/ her activities, engagement, experiences, 
Ǣ
elevated pain threshold 
based on tactile experiences, i.e. learning the temperature 
Ǣ
no verbal speecha, facial 
mimicry, possibility of 
alternative communication
use of devices and techniques designed for 
ǡ     
ǡȀǢ




EDUCATIONAL NEEDS OF CHILDREN WITH RARE DISEASES AND LONG-TERM HOME 
VENTILATION (SMARD1) - CASE STUDY 179
auditory hypersensitivity       ȋǤǤ  
absorbs noise, classroom located at a distance from 
ȌǢ
limitation of sudden, unexpected sounds from the 
environment, e.g. bursts of laughter, elevated voice of 








limitation of sudden and diverse visual stimuli by, e.g. a 










and intellectual disability - teachers̀  perspectiveǡ ǡǤǡ ǡ
ǤͺǦͳͻǤ
ǡ  Ǧ educational needs may be divided into two 
Ǥϐǯǡ







and education, as well as individual experiences that are limited on account of 
Ǣ
 ί     ǡ    ǯ ǡ Ȁ 
ǡǡǡǢ
 ί  Ǧϐ   Ǧ     
Ǣ
 ί Ǣ
 ί  ǣ ǯ
seat so that he/ she can fully participate in group activities.
ǣ









 ί very close cooperation with specialists during the creation of support 
Ǣ
 ί Ǣ
 ί possibility of interchanging group and individual classes in the periods when 
Ǣ




techniques, interviews with ǯǤ
ǣ
 ί ȋʹͲͳͶȌǢ
 ί ǯǯparents pertaining to the level 
Ǣ
 ί ǯ     ǯ parents pertaining to 






 ί         Ǧ     
diagnosis of a rare disease?
 ί         Ǧ     
ventilation?
 ί Ǧ
a rare disease and home ventilation?
Examined Group 
 ǡ       ͳǤ  
refers to one of them, due to the fact that the level of functioning of the boys varies and 
therefore there is no possibility of comparing their Ǥ
ǡǡǤ
           Ǥ 
  ǡ      Ǥ ǡ   
encompasses only one child.
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Piotr
Pregnancy and Birth
    ʹͲͳͶ     ȋʹʹ͸Ͳ ȌǤ  
correctly and ended with natural birth at full term. 
	























Ǥǡparents and analysis of opinions 
issued on the basis of psychological and pedagogical studies conducted at that time, 
ϐ
ǤǤ
     Ǥ      ǡ   
 ǡ  Ǥ





















     Ǧ Ǥ    
ϐǡȋ
ȌǤ
physiological needs and wears diaper. From time to time, he signals discomfort related 
Ǥǡ
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 Ǥ   ǡ     Ǥ  ϐ  
articulation apparatus is noticeable on account of muscle paresis manifested with 
Ǥǡ
  Ǥ  ǡ
ǡǤǡ
ǦǤ
 Ǧcommunication, on the level of primary communication 
ȋ          Ȍǡ    
ϐǤ
and wants to change his body position or when he wants to sit up, he shows it with 
ǲǳǤϐ
selected stimuli from the environment, for example he follows a person with his eyes. 
ȋ




the level of behaviour, Piotr reacts to his name and to verbal communications from the 
184 Agnieszka Kamyk-Wawryszuk






 ϐ  ʹͲͳͷǢ
Ǧ
to items.
Educational Needs of a Child with Rare Disease and  
Home Ventilation: Results of Own Studies 
Based on the analysis of literature devoted to the functioning of a child with 
ͳǡ educational needs. It includes two groups 
 Ǥ  ϐ         ǡ    
respiratory distress resulting in mechanical home ventilation. Based on study results, 
ϐǡ
 ȋʹ͵ȌǤ  ǡǡǯ
condition and no approved ͳǤǡ
ȋȌǡ
procedure to apply and no principles and guidelines to be followed with respect to the 
Ǥǯ
ǡǡǤǡ
in the catalogue that result from diagnosis of a rare disease are primarily related to the 
ǡͳǡ
and not experimental treatment.
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ʹǤ Piotr’s educational needs related to diagnosis of a rare disease 
Educational needs
related to the rare disease diagnosis presence of a need
individual needs of a child, resulting from high physical fatigue or 
current treatment process, 








supporting active contacts with a child during periods of 
hospitalisation, ȗ
very close cooperation with specialists during the creation of 
support programmes, 
possibility of remote teaching during hospitalisation in medical 
facilities in a foreign country, 
ǣ
and group classes in the periods when the disease worsens. 
ȗǯ          Ǥ ǣ
ǯǤ
educational needs related to the respiratory distress and the 
necessity of using a respirator, based on the performed study it is possible to indicate 
that all of the needs listed in the catalogue were present.
͵Ǥ Piotr’s educational needs related to mechanical home ventilation
Educational needs
























Determination of educational needs allows for personalisation of the teaching 
ǤǦ
Ǥ
times, limitations resulting from dependence on medical equipment, such as a 
ǡǡǦϐ
Ǧ  ǡ   ǡ ϐ ȋǤǤ 
     ȌǤ    
ǡ
of education of children using such equipment in studies. 
               Ǧ
schooler with a rare disease and home ventilation, four out of eight educational needs 
resulting from a rare disease and all needs related to the respiratory distress and home 
Ǥǡ educational needs will comprise the 
ǣ




 ί       ϐ
limitations,
 ί very close cooperation with specialists during the creation of support programs,
 ί ǡ

course or the train of thought,
 ί ǡǦǡ
 ί ǯ
and education, as well as individual experiences that are limited on account of 
ǡ
 ί    ǡ    ǯ ǡ Ȁ 
activities, engagement, experiences, discoveries and cognition,
 ί  Ǧϐ   Ǧ     
ǡ
 ί ǡ
 ί  ǣ ǯ
seat so that he/ she can fully participate in group activities.
 ǡ    
into account needs related to the use of medical equipment, as well as to select such an 
educational path that incorporates the possibilities of professional functioning based 
Ǥǡ
in tooling for people with motor disabilities is going to change in the next 20 years, 
allowing these students and in the future adult people to have greater participation in 
both social and professional life.
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support and adjustment of teaching strategies for persons dependant on medical 
equipment, e.g. children with mechanical ventilation and forging their potential into 
ǦϐȀǤ
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